
Welcome to the November Q&A!

RPG Nov Q&A - Topic: Open Session

Trusts represented today include: North Bristol, Cambridge, Worcester, 
Cork, Northampton, Basildon, Oxford, Imperial, Newcastle, Exeter, 
Edinburgh, Glasgow, Lister, Doncaster, Salford
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Updates
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• Reminder to check your RPG membership is up to date
• Large number of lapsed memberships, currently being checked against the Q&A whastapp group list

• RPG conference 2024 11th/12th October - save the date!! 
• Birmingham Arden Hotel 

• UK Kidney week 10-12th June 2024
• Edinburgh Conference Centre
• Liaise with Cathy Pogson to get involved (cathy.pogson@porthosp.nhs.uk)

• Teams chat for advanced/consultant portfolios
• Patsy Edwards from RPS will join 4pm 23rd November 
• Email cathy.pogson@porthosp.nhs.uk if you would like to join

mailto:cathy.pogson@porthosp.nhs.uk
mailto:cathy.pogson@porthosp.nhs.uk


Updates
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• UKKA membership - Please can all members log into the website to check your renewal status
• A number of Whatsapp members have lapsed membership and we are working to ensure all active 

Q&A members have a current membership
• Check your contact emails +/- spam boxes as some of the renewals appear to be going there



National Avacopan Study
Dr Lucy Francis
Nephrology registrar ST6/Clinical Research Fellow at 
Addenbrookes



Background
• Avacopan is a first in class C5aR1 antagonist approved in 2022 for ANCA associated vasculitis (AAV) 
• C5a is strong neutrophil chemotactic factor
• Avacopan prevents neutrophilic inflammation in ANCA vasculitis 

Diagram adapted from Jennette JC, 
Nachman PH. Clin J Am Soc Nephrol 
2017



Avacopan and renal recovery- Advocate study

Jayne D, et al. N Engl J Med. 
2021



Avacopan and renal recovery at low eGFR

N=50  eGFR 15-20 Avacopan Prednisolone
Change in eGFR week 
52

16.1ml/min 7.7ml/min

>2 fold increase in eGFR 41% 13%

Last eGFR >20 85% 57%

Jayne et al. N Engl J Med 2021
Cortazar et al ASN Kidney 
week 2022 FR-PO651



Patient survival in ANCA-associated vasculitis without renal involvement compared with patients with renal 
involvement and renal replacement therapy and patients with renal involvement without renal replacement therapy 

The ADVOCATE trial excluded patients with eGFR <15 ml/min

Background

Mortality- dialysis vs no dialysis 

Joode et al. Clin J 
Am Soc Nephrol 
2013



Clinical 
• Benefits in a larger real life population (eGFR <15, ritux+cyclo, age>75)
• Do improvements in renal outcomes result in lower mortality 
• What do you do at week 52?

Mechanism
• Why is there continued renal improvement beyond first 3-6 months
• Are there effects on more chronic inflammatory/fibrotic macrophage driven pathways 

Questions raised 



WHAT WE ARE AIMING TO DO…



• A national prospective parallel cohort study of avacopan exposed and matched unexposed 
cohorts

• 300 avacopan cases recruited into RaDaR (national registry)
• 600 control cases from existing trial data sets/RaDaR
• Subgroup analyses on patients excluded from the phase 3 trial
• Looking primarily at renal outcomes/from a nephrology viewpoint 



Board 
meeting 

in 
Glasgow

Feasibility of a national study 

GN 
CSG

>100 UK 
RaDaR 

sites

Patient 
consen

t

Baseline 
data

Dr Steve McAdoo (co-chair)Dr Jones and 
Professor Jon 
Barratt (co-
chairs)

Danny Gale (national RaDaR lead)
Fiona Pearce (Rheumatologist 
specialising in Rare Disease 
Epidemiology)

J Barratt et al. Clin J Am 
Soc Nephol. 2023



• From an international perspective, in the UK we are probably using more avacopan than others 
• Could be one of the first sizeable renal series’ looking at avacopan
• Would encourage more collaborative work across the UK for rare renal diseases 

Benefits of a national study 



RaDaR + consent

RaDaR data fields and diagnostic 
codes 













To summarise

- The event that resulted in avacopan being prescribed for each individual patient is referred to on the spreadsheet 
as “the flare” for ease of use (it is referring to a new diagnosis that prompted avacopan use or a relapse that has now 
prompted avacopan use, whichever is most appropriate).

- Please keep a log at your centre, of patient’s unique RaDaR IDs (all patients included should be consented to 
RaDaR) with NHS/MRN numbers and study patient IDs that are specific to your centre. This spreadsheet will refer 
to patients anonymised with only their study patient ID (for example Birmingham patients will be B1/B2/B3, 
Cambridge C1/C2/C3 etc )

- The plan is to complete all five worksheets
o Main sheet
o Blood tests (please complete Cr, eGFR, uACR/uPCR, PR3 or MPO, haematuria on urine dip for patients 
on this worksheet at month 1, 2, 3 , 6, 9, 12 months post the “baseline date”- which is the date avacopan was 
commenced)
o Avacopan dosing information
o Infusions (please complete all IV cyclophosphamide, rituximab and methylprednisolone infusions from 
the date of “flare” to 12 months post avacopan start date. This includes methylprednisolone given as pre-
medications for rituximab induction)
o Prednisolone (please complete oral prednisolone dosing for patients on this worksheet at week 1,2,3,4 and 
3,6,9 months post the “baseline date” which is the date avacopan was commenced)





Manchester  
Stoke
Reading
Birmingham   
Imperial
Kent
Leicester 
Bristol
Addenbrookes
Exeter 
Lanchashire 

Centres so far…

• GN CSG
• UKIVAS meeting in Manchester next week



My contact email address is lucy.francis19@nhs.net if you are interested in taking part

Thank you!

mailto:lucy.francis19@nhs.net


Supply Problems
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• Alteplase OOS again
• Bumetanide tablets OOS until January 2024
• Ketovit – use Dalivet/Abidec drops 
• Vanquoral 25mg OOS until end Nov



Q&A Themes - Guidelines
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• LMWH on dialysis
• Alteplase for unblocking PD catheters
• Vancomycin on HD
• New SGLT2 inhibitors guideline published

• NICE TA for empa imminent
• Difelikefalin guideline

• Webinar on 16th Nov @ 4pm
• https://us06web.zoom.us/webinar/register/WN_WGu25cr3SHqyGZjmDrbenQ#/registration

https://us06web.zoom.us/webinar/register/WN_WGu25cr3SHqyGZjmDrbenQ#/registration


Q&A Themes - Renal
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• COVID treatments
• Push back on funding for remdesivir/Paxlovid
• If successful please add to chat for centres who need help
• Clinically approved but ? around funding
• May be issues with supplies of remdesivir
• Sotrovimab may be first line

• Supply of Alucaps
• Rituximab and Plex dosing (aim to leave 48 hours before plex)
• Max dose calcium gluconate in hyperkalaemia - ?reference for 50 ml (UKKA)
• Avacopan steroid reducing
• Alectinib doing in GFR < 30 ml/min

• Oncology guidelines may be helpful (UK/Australia)
• Inclisiran in CKD
• Cyclophosphamide dosing in adolescent patients
• Kinetic eGFR dosing for complex patients with AKI



Q&A Themes - Dialysis
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• Alteplase/urokinase for unblocking PD catheters
• Alteplase/urokinase for home haemo patients
• Levetiracetam dosing in dialysis for refractory seizures
• Choice of EPO on dialysis
• LMWH in dialysis policy 
• Fibrates in dialysis patients – any issues?
• Paclitaxel in ESRD
• Cyclophosphamide - ?hold off APD for 12 hours post cyclo
• Prescribing systems for dialysis patients
• Fosfomycin in HD – a few units have given if no options, no issues



Q&A Themes - Transplant
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• Switching from tacrolimus to ciclosporin – stop tac once ciclosporin levels in range
• Tacrolimus in anaphylaxis with clarithromycin
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Q&A – New Qu
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• Anaemia in supportive care guideline?
• No specific protocols on supportive care, general anaemia
• GPs pushing back on HIF bloods
• ? Frequency of monitoring/targets



Q&A – New Qu
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• Imlifidase stock coming through v short dated (end of Dec)
• Care with replacement scheme



Q&A – New Qu
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• Dundee asking about tiopronin availability
• Available through Ascot (slightly cheaper than v v expensive)
• 100mg available now/shortly
• 250mg anticipated end of year



Q&A – New Qu
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• Dialysis in a patient with sickle cell
• Anticoagulation/dialysers?
• Imperial manage on case by case basis, may not require much adjustment
• Sometimes use ESAs, sometimes not



Q&A – New Qu
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• Any questions/topics/speakers for future open sessions, pleases message 
Olivia/Sara



November Q&A - Close
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Thank you for attending!

Next Q&A: Wednesday 13th December

Keep in touch throughout the month on WhatsApp Q&A Group
• >100 participants throughout UK and Ireland
• Useful real time forum for clinical Q’s
• Please consider joining!
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